Twenty-seven individuals responded to round one. There were 128 different points obtained. Fifteen points were eliminated as they were not strictly related to communication (see Table 2 ).
Introduction
In the intensive care unit (ICU), communication between staff and patients is often impaired by illness, sedation and artificial airways, and between staff and the relatives by a whole host of incompletely understood barriers. Nevertheless, deficits in communication have been identified as a source of significant and continuing distress for patients and relatives and also staff.
In an effort to address this, in 2013, the Patients and Relatives Committee of the Intensive Care Society (ICS) decided to generate a 'communication top ten tips' list. The intention was to ask patients and relatives to create a list to help staff working in intensive care to understand what the communication priorities are from the perspective of being a patient or relative of a patient being cared for in an ICU.
The Intensive Care Society conducted this project on behalf of the Patient and Relatives' Group. The aim of the project was to generate a prioritised list of ten suggestions for staff to consider in the context of communication with patients and their relatives in an intensive care setting.
Methods
The project was conducted as a piece of market research by the ICS and ICUsteps, a charitable organisation and network of patient support groups (http://www.icusteps.org); it was performed outside the NHS and thus was not within the framework of the Health and Social Care Act. The project was conducted using a modified Delphi process with three iterative rounds.
For the first round, a letter of invitation and the link to the online survey were emailed to all non-NHS ICU support groups of which the ICS had knowledge (as a result of a previous project), to the ICUsteps research volunteer mailing list and the letter and link were posted on the ICUsteps' website. The project was also promoted via the ICS website.
Using a SurveyMonkey survey, participants were requested to write a list of 'dos' and 'don'ts' that they felt would be important with regards to communication during a stay or visit in the intensive care unit (see Table 1 ). They were also invited to leave their contact details so that they could be contacted directly to participate in subsequent rounds of the survey. Members of the ICS secretariat created the survey and collated the responses.
All suggestions made from round one were grouped under common themes; items unrelated to communication were eliminated, and a new survey was sent out to the same mailing lists as the first survey, as well as additional addresses collected from the first survey. The second-round survey asked participants to pick their top 10 points from a list of 33 that they felt were most important.
In the third round, the top 14 points that emerged from the second survey were sent out again and participants were asked to pick their four least important points that could be eliminated in order to obtain a 'top ten.'
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Intensive Care Society Communication Survey round one
This is a survey designed by The Patient and Relatives Group of the Intensive Care Society. With your help, we would like to improve communication within intensive care units between patients, relatives and intensive care unit staff. We are inviting you to participate in this survey as you have either been or have visited a patient in intensive care unit in the past. Our aim is to use the results of this survey to devise a list of 10 key points that all staff can use to improve communication with patients and relatives. This list of communication 'top tips' would be used in a campaign which we hope would improve things for patients and their relatives and carers. If you choose to participate, we will first ask you to write a list of "do's" and "don'ts" that you feel would be important with regards to communication during a stay or visit in the intensive care unit.
Examples might be:
-Don't talk over the patient as if they aren't there -Don't trivialise any procedure about to be carried out -Do phone when you say you will -Do explain things in a way that can be understood These are only examples. This survey is anonymous so feel free to write anything you like! We will then collate the points from all the surveys to come up with a big list of 'do's' and 'don'ts.' From this list, we will need to pick the most important 10 points. We need your help again for this. This second part is explained in more detail later on in this survey.
Please write a list of "do's" and "don'ts" that you feel would be important with regards to communication during a stay on an intensive care unit.
As explained earlier, the second part of this survey will involve devising the list of top 10 communication points from the large collated list. This will involve us contacting you and asking you to rank the big list in order of importance to you. We will ask all participants to do this, use the results to amend the list, and then ask you to rank the list again.
If you would like to participate in the second part of the survey, then please write your contact details below. Your contact details will be kept separate from any points that you have made earlier in the survey.
Intensive Care Society Communication Survey round two
The first stage of the survey was submitting the key points, this second stage is choosing the top 10 from the points initially submitted.
Please choose 10 points from the list below:
• Explain things simply, clearly and honestly to patients and relatives 
Round two 25 October-29 November 2013
Thirty-four individuals responded to round two (see Table 1 ). The most popular point was: "explain things simply, clearly and honestly to patients and relatives;" 85% of individuals had chosen this to be in the top ten. The top 14 points were identified, all of which had more than 10% of people voting for them. These progressed to the next round, and the rest were eliminated (Figure 1 ).
Round three 6 December-16 December 2013
Round three required the participants to eliminate four points. For this round, participants were asked to vote for the four points they felt were least important. Seventeen individuals responded and the four points with the most votes were eliminated from the list of 14 to achieve a final list of 10 (see 
Final top ten points
1. Explain things simply, clearly and honestly to patients and relatives.
Original articles
• After putting patients in medical comas do not just throw them on ordinary wards where the staff have no idea how to deal with someone who has been in a coma for weeks and still has the drugs in his/her system and has no idea where they are. Two weeks after I was put on an ordinary ward a nurse moaned at me and said I was terrible trouble for the first few days but she would not tell me what I had done. I tried to explain that I did/do not remember anything but all she said was that they would not have let me out of ICU if I was not mentally competent.
• Assist patient with apparently minor, normal, routine tasks such as cleaning teeth
• Take photos of the person in ICU.
• Think for a few moments about Victorian practices, then think what will your practice look like in 100 years time!
• We appreciate that staffing levels are low but please try to find the time to just offer a helping hand up.
• Improve transition from ICU to post op ward -hadn't walked for six weeks or gone to toilet and then told to walk to shower and get myself washed.
• Do not put geriatric patients suffering with dementia in with patients coming out of ICU as also suffering with insomnia from medication from ICU and hadn't slept for four days and dementia patient shouting out all night that nearly pushed me over the edge. Wanted to hurt them. Good job I couldn't walk.
• Use your eyes and ears more, ie there is over-reliance on machines to some extent.
• Do put in place some sort of follow-up where ex-ICU patients such as myself who are still waking up screaming from nightmares 14 months later can get help.
• Contact patient after they have left ICU to see if they have questions they need answered.
• If you are a loved one, make every possible effort to have someone present to advocate for the patient 24/7. Mistakes can be made that a loved one can pick up on and communicate. ICU patients are otherwise at the mercy of their caregivers.
• Do have enough seats (within reason) for relatives to sit down (people don't like to interrupt staff to ask).
• Do consider and approach patient and spouse about complimentary therapies available, eg music therapy, aromatherapy.
• Don't let someone be discharged from ICU or the hospital without advising them of possible PTSD symptoms as well as vulnerability to getting very sick quickly and to call an ambulance if even the slightest turn for the worse is noted at home.
• If we sit there all day in pain, say a back problem, please reach out and lift us up. Table 2 The fifteen points that were eliminated as they were not strictly related to communication.
2. Talk to the patient the whole time you are attending to them, even if they do not appear to be listening; they may be. 3. Provide alternative ways that patients can communicate if they can't speak. 4. Ensure all teams looking after the patient communicate with each other. 5. Do not talk over the patient as if they are not there. 6. Explain to the patient and relatives about the effects of sedation and the likelihood of confusion/delirium. 7. Be supportive towards the patient with delirium. 8. Reassure all patients. 9. Allow patients time to communicate. 10. Warn patients and relatives of any potential physical or mental health problems that they may encounter post ICU.
Discussion
Good communication is essential and important in intensive care, and family and patients rate it as being just as important as the need for good clinical skills. A multi-centre survey in 23 Swiss ICUs identified that provision of understandable, complete, consistent information was rated as being of high importance for family satisfaction. In our survey, explaining things clearly and honestly was the top communication point. 1 Nelson et al held focus groups for patients and families discussing the quality of ICU care. Good communication was in the top four of the most important aspects of care. 2 The CoBaTrICE study surveyed patients and their relatives to identify desirable characteristics of ICU specialists. The ability to "explain in ways which patient can understand" was in the top five competencies. 3 Both family members and patients are at high risk of developing anxiety and depressive conditions including acute stress disorders, post-traumatic stress disorder (PTSD) and depression (termed by some as post-intensive care syndromefamily). [4] [5] [6] Poor communication results in a higher prevalence of these symptoms. 4, 7 Also, poor communication on the ICU between team members increases the risks of critical incidents and increases mortality and length of stay. Poor team-family communication can lead to conflict which leads to mistrust, misunderstanding and dissatisfaction. This can increase anxiety, grief reactions and is associated with development of depression. 8 However, the way to improve this problem is still uncertain.
Current communication can be of poor quality, inconsistent or insufficient: family members are more dissatisfied with communication than other domains of care. 9, 10 The Society of Critical Care Medicine and the American College of Critical Care Medicine have produced a guideline on family support, developed from a literature review of mostly case series, expert opinion or surveys. Their review highlighted that families of ICU patients have greater stress levels when staff communicate inadequately -for example when they do not maintain hope, their questions are not answered honestly, when they are spoken to in terms that families cannot understand and are not notified promptly of any changes in the patient' s status. They recommended that ICU caregivers should receive training in communication, conflict management, and meeting facilitation Explain the main point of the ward round Explain any changes made to the management plan Respond to and respect any comments made If you have to leave the patient mid procedure, explain why you are leaving and how long you might be Don't trivialise any procedure Involve the patient in daily management Explain to patients and relatives about monitoring and equipment used Be realistic about time. If you say you will be back in 5 minutes, be back in 5 minutes Provide written as well as verbal information Ensure you phone relatives at the time you say you will Update relatives in private Advise relatives in how to best support the patient Always remind the patient about where they are and what has happened to them Inform relatives of any major changes to a patient's condition before they come to visit Acknowledge the patiemt when handing over in front of them Repeat information that has been given Ensure relatives have the ICU telephone number Provide relatives with information when they ask for it Respect and empathise with relatives and patients Warn patients and relatives of any potential problems that they may encounter post ICU skills, and to develop signs and way-finding systems to reduce stress on patients, families, and visitors. Further recommendations were that ICU staff should receive education related to assessing and meeting family needs to reduce family stress, the family should receive updates frequently in a language they understand and from consistent members of the team and that the family should be provided information in a variety of formats (verbal, written and video). 4, 11 Families however, have not validated these recommendations and methods in which to improve communication were not suggested.
A number of attempts have been made to improve communication on the ICU. Shelton et al demonstrated that the introduction of a family support coordinator increased family satisfaction by improving communication with families and simplifying medical explanations. There was not however a statistically significant decrease in length of stay, although this may have been an ambitious objective. 12 Also, employment of such a coordinator has financial implications and may not be a practical solution in all ICUs. A randomised controlled trial from France showed that improving communication with families of a palliative patient in ICU by provision of a brochure and following specific communication objectives can significantly reduce family member symptoms of depression, anxiety and PTSD. 13 We do not know if this is applicable to all families of ICU patients. Shaw et al trained multidisciplinary teams in communication (90-minute interactive training session, pre-reading a list of actual ICU-specific family comments, and a case simulation involving all members participating in the training). By performing pre and post intervention family satisfaction questionnaires, they found that only three out of nine areas of communication had improved. 14 A randomised, unblinded trial using 'communication facilitators' in the intervention group in order to improve communication, with the aim of decreasing the incidence of depression and PTSD, is still ongoing so results are currently unknown (Clinical trial reference NCT00720200). 15 In our survey, over the three rounds, we had 27, 34 and 17 responses respectively. The reason that more people responded to round two than round one could either be due to it being easier to rank items in a survey than write original free text or because more people were aware of the survey by the time the second round was released. The fewer responses in the final round could be because participants were experiencing study fatigue, found it too time consuming or that they found the task conceptually too difficult -we received three emails to that effect, stating that participants were unable to eliminate four points from the 14 in the survey as they felt that they were all of equal importance. In the first round, a total of 128 points were made, many of which were emotional and reflected frustration with previous events. This highlights the need to improve communication on ICU and that many patients and relatives have strong opinions and views for which they had not previously had an outlet. This survey, as well as providing us with information about communication, presented them with an opportunity to vent these frustrations -some of which had nothing to do with communication.
The major limitation of this survey is that we sent our surveys to support group mailing lists and placed it on websites, thus a self-selected group of people responded. We do not know if these views are representative of the wider ICU family and patient population. In addition, the sample sizes for each phase were modest. However, we do know that the points that were picked as the 'top ten' received consistent support throughout the three iterative rounds. We would argue these had legitimacy, given that the intention of the project was to create a 'top ten' list to function as a day-to-day aide memoire and educational tool. The other suggestions that did not make it to the top ten are not without value and therefore we make them available here for future work. Despite the limitations, we hope that by disseminating these top ten points throughout ICUs in the UK, we can raise awareness of the difficulties and importance of communication and help people in quality improvement and their day-to-day practice. Explain to relatives that progress can often be followed by temporary set back Figure 2 Bar chart shows the frequency of votes for the LEAST important points. The bars highlighted in red were discarded from the top 14 points, forming a "top ten".
